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Background: National management guidelines recommend that approximately 50% of adult survivors with congenital heart disease (CHD) receive 
life-long congenital cardiac care (LLCCC) guided in adulthood by an adult congenital heart disease (ACHD) specialist; the number of adults receiving 
such care appears far less. Inadequate knowledge regarding LLCCC may contribute to care interruption. Given this, we sought to determine the 
knowledge of adolescents and young adults regarding LLCCC.
methods: In this multi-center study we administered a survey to patients 13-20 years of age with surgically repaired CHD including: repaired aortic 
coarctation, repaired tetralogy of Fallot, and those that have undergone arterial switch operation or Fontan procedure. We assessed understanding of 
their need for LLCCC and type of recommended care providers. Predictors of teen knowledge regarding LLCCC were also assessed.
results: A total of 201/207 patients approached in the outpatient clinic setting (9 centers) agreed to study participation; median age was 
16.2+2.3 years; 60% male. While the need for LLCCC was recognized by 78% of subjects, only 35% recognized that their care should be guided by 
an ACHD specialist in adulthood. Only 36% of respondents stated that their current cardiology team had spoken to them about LLCCC, but 89% 
wished to learn more. Older patients were more likely to understand the need for LLCCC than younger patients (16.4+2.3 versus 15.5+2.3, p=0.034). 
Gender, race, ethnicity, underlying cardiac surgical diagnosis and center of care were not predictive of LLCCC knowledge.
conclusion: A substantial number of adolescents and young adults with moderate and complex CHD lack knowledge about LLCCC, but most have 
a desire to learn more about the type of care they will require in adulthood. Transitioning education/assessment ensuring successful transfer to 
adult-oriented care for this population should emphasize the importance of LLCCC.
